
As a little girl my anticipation to Christmas truly emerged when my 
mother would let me storm through the aisles to find the perfect 
advent calendar. 
Still now at twenty-one I undertake the same tradition but the 
countdown is not the same. For each time I open a cardboard 
window, not just I but my family, dread a new day in December. For 
when the day strikes 10 he should have been twenty-six years old. 
When the countdown is over there is one less place setting on 

Christmas Day, one less agonising questioning to find out his 
present wish list, one less Santa sack under the tree, and one 
continued awkward silence amongst my extended family over 
his absence. Yet our countdown does not end at 25 but extends 
to 29, where this year we try to comprehend that it has been five 

years since he so swiftly rejoined the galaxy filled with stars. A 
trifecta I would not wish on any family. 
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Whilst others prepare for the holiday 
season, we prepare for the rollercoaster of 
fluctuating emotions and the inevitable annual 
breakdown(s). With every year that passes I get 
closer to one day having a family of my own. To 
fix a smile on my face and quell the rising tears 
for my children’s sake. The inevitable day will 
come when curious young eyes note the man 
in the frame: who is this man? A fumbled pre-
planned response and the echo of heartbreak 
in my voice. The pain will not just be my own 
for my parents can only fantasize about the 
grandchildren that could have been. 
This Christmas is different. In my twenty-one 
years it will be my first Christmas away from 
my family. My first international holiday season. 
I feel the repercussions of my decision to be 
of gypsy spirit and travel the globe every day 
I am away. I know my mum’s anxiety begins 
when I search for my backpackers’ bag from 
its storage place. One can feel it in your bones 
when she gives you the ritual final hug and 
speech, “Be safe and I love you”, and it will not 
end until she can see me walk through those 
international arrival doors. My social media 
void dad will bug my mum with questions: 
Have you heard from her? 
What did she write? And I 
know I should not feel guilty 
or selfish for wanting to see 
this beautiful world but I 
understand the courage it 
takes to let your children go 
after one charismatic son 
did not return from their last 
holiday venture. I’m not just 
travelling for myself anymore 
but for him as well because 
those beautiful blue eyes 
were deprived of seeing so 
many places in this world. 
It also means supporting 
my mum from a thousand 
miles away shall see me 
rely on every facet of social 

technology to console 
each other through our 
highs and lows. 
Grief does not have 
an end date. Although 
society unconsciously 
has one. Not intentionally 
but it is there. 
I know my grief is not one 
I share alone in this world. 
This Christmas I ask that you spare more time 
for your family, spare a moment to say I love 
you, spare the eye roll when your parents say 
“be safe” when you walk out the door, and 
spare some time to thank not only your donor 
but their family for adhering to their loved 
ones wish. Maybe one sentence on a card will 
brighten their whole Christmas; “We’re thinking 
of you this Christmas.” Whilst you may battle 
with words or timing to send a letter or a card 
there is no perfect time or waiting period. For 
we as donor families have already lived through 
a nightmare. Maybe this Christmas I’ll receive 
my only wish, a five year wish. Of two words in 
a distinctive envelope, “Thank you.” 
I love you Bretty Daniel.

MY BROTHER, BRETTY DANIEL
~continued from cover

A life that touches others goes on forever

CHAIRMAN’S MESSAGE
I remember this time last year and wandering 
how to broach this message of Christmas.  
Another year has gone by but the loss of our 
loved one still is very much with us and as we 
approach one of the year’s most important 
times for families it remains a reminder that we 
are missing someone very special.  
Leanne has kindly put together an article 
for those that have lost a loved one and for 
those who will share Christmas with someone 
who has lost a loved one. Please read it and 
hopefully it will help over this period.  
It has been a very important year for Donor 
Families Australia. As we look back on the 
progress made of this organization in becoming 
part of the Organ/Tissue Donation community 
our Donor Family focus has assisted those in 
decision making positions and assisted Donor 
Families express themselves.  
We have been able to communicate with; 
the Minister for Organ/Tissue Donation the 
Hon. Fiona Nash, share messages from Road 
Trauma Support WA, Transplant Australia, 
Compassionate Friends, Nagle Catholic 
College Geraldton, DonateLife Canberra 
and WA, Donor Mate and Organ Donation 
and Transplant Foundation of WA. We have 
enjoyed an evening get together for Donor 
Families organized by Kevin Green and Leanne 
Campbell and welcomed aboard a most 
energetic and talented Sam, from Henry Cross 
Marketing and Design, who generously has 
been putting together our Newsletters and other 

marketing material. 
The contributions 
from all these people 
and organisations 
has been very much 
appreciated and 
shows how large 
the Organ/Tissue 
Donation community 
is.   When we work 
together hopefully 
more people can 
benefit from the 
greatest gift of all.  
A few weeks ago my wife and I had the pleasure 
of attending Simone McMahon’s Organ 
Donation and Transplant Foundation’s ‘An 
Evening Under the Stars’ held in the beautiful 
grounds of the WA Observatory in Perth. The 
evening is hosted for all Donor Families with 
the highlight being the opportunity to gaze at 
the stars through high powered telescopes. A 
star has been named and dedicated to Donors. 
Any event that is dedicated to Donors and 
their families is very much appreciated as was 
demonstrated by the large crowd.  
Donate Life WA has flagged a potential for a 
“new form of memorial that will not only reflect 
the appreciation Australians feel about organ 
and tissue donors but also encourage donation 
by a new generation of citizens.”  DFA certainly 
supports this thought and encourages those 
that think the same to make contact with 
DonateLife WA.  
On behalf of all at DFA I would like to thank 
all those that have made the past year such a 
memorable one.  I can say that we are already 
looking forward to 2015 and all that it will bring.  
But for now we look forward to a bit of a break 
and sharing some valuable family time.  Have 
a Merry Christmas and Happy New Year and 
know we are in each other’s thoughts at this 
time of the year.  
Bruce McDowell

 f  
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Alison Barnwell, Family Support Co-ordinator 
with the NSW DonateLife Agency discusses 
Transplant Recipient Correspondence. 
The receipt of a personal letter of thanks from a 
transplant recipient, albeit  anonymous, is  highly 
valued by families of organ donors. Families 
not receiving such an acknowledgement often 
express disappointment and frustration.    
A personal note of gratitude from a recipient 
is commonly referred to as comforting and 
reassuring and, for a family struggling to make 
sense of a sudden death of a loved one, may 
also contribute to the restoration process. It 
is rare for a family to choose not to receive 
correspondence.
Wave 1 of the OTA Donor Family Study showed 
nearly 70% of donor families who made a 
donation decision in 2010 and 2011 had 
received a letter from at least one recipient. All 
respondents found this of comfort. Just 6% 
chose not to receive correspondence.
Over many years as a Family Support Co-
ordinator, I have seen many beautiful examples 
of correspondence. It is evident how much 
care and consideration has gone into the 
choice of card or stationary to contain those 
carefully chosen sentiments. The choice of 
image itself often helps to convey the message 
of gratitude. Exquisite handmade cards, and 
drawings from children add to the mix, and 
help build a picture of the recipient, and how 
their life has changed. Alongside their grief, 
families regularly express a sense of pride their 
loved one has made a difference, and that their 
death has had some meaningful outcome. 
For the recipient the desire to express their 
gratitude is often accompanied by anxiety that 
they may “make things worse.” They are aware 
of the paradox between grief of the family they 
are writing to, and their own joy in receiving a 
lifesaving or life-enhancing transplant.
The decision to write is likely to involve 
considerable thought about presentation 
as well as content. English may not be their 
first language, so they may be concerned 
about expressing themselves clearly enough. 
Will they meet the expectations of the Donor 
Family, and when is the best time to write?

Donation agencies play a vital role in 
providing the means to exchange anonymous 
correspondence. As part of rehabilitation, 
recipients are routinely given a guide to writing 
to their Donor Family which highlights how 
important such correspondence is for Family, 
and provides suggestions on what to include, 
and which personal details must be excluded 
to maintain confidentiality. Assistance and 
reassurance is available from transplant co-
ordinators and social workers affiliated with 
Transplant Units. Correspondence is forwarded 
to DonateLife agencies, matched with the 
appropriate Donor Family, and forwarded 
unless the family have requested otherwise.   
In addition to the expression of gratitude, 
common themes often acknowledge it is 
“the hardest letter they have ever written,” 
“difficulty in knowing what to say” and often 
closes with a promise to “look after” their 
transplant and make the very best of every 
moment. Research studies have found some 
recipients remain uncertain or anxious about 
these aspects, and choose not to for that 
reason, while nevertheless being appreciative 
of the decision made by their Donor Family.
It is always a pleasure to forward a beautiful 
letter written with much care and sensitivity to 
a Donor Family and anticipate their response 
in receiving it.
DonateLife are working with the transplant 
sector to nationally promote Correspondence 
Guidelines for Transplant Recipients to 
support writing to donor families. Special 
cards are being designed and will be provided 
to transplant recipients for them to use. We 
hope these efforts will encourage increased 
correspondence from recipients to donor 
families.
Alison Barnwell 
Family Support Coordinator, 
NSW DonateLife 
Agency

NOTES OF GREAT VALUE

It is impossible to 
approach the Christmas 
period without 
acknowledging the 
meaning that many 
Australians find from 
their religious beliefs. 
Religion is a deeply 
personal issue, but in 
our contemporary world 
is often politicised. It 
is therefore a difficult 

subject to approach without the fear of 
causing offence. I am stepping onto 
this precipice because I believe like 
organ donation, death and other 
difficult topics, it is important to talk 
about the role of religion in our lives. 
I believe it is necessary to openly 
discuss these issues using accurate 
information. This helps to alleviate 
the fear that gaps in our understanding 
allow to grow if filled with assumptions and 
misinformation. Open and tolerant discussion 
about religion is particularly important in the 
context of organ donation. This is because 
most families make organ donation decisions 
in the context of their loved ones death, when 
religious beliefs become particularly pertinent. 
Suffering caused by grief remains a terrible 
part of the human condition. When grief is 
preventable and caused by human failings, 
such as in the recent events in Sydney and 
Pakistan our beliefs are challenged. It is not 
uncommon for religion to be blamed for this 
suffering, or claimed as an excuse for barbaric 
actions. However, in truth, it is the individuals 
who perform the atrocities who are responsible. 
Ideas of peace, hope and joy which relate 
to the Christian message of Christmas, may 
seem particularly difficult to accept in the 
context of the suffering we are personally 
familiar with, and are exposed to through the 
media. Interestingly, all the major religions are 
underpinned by similar views regarding the 

importance of peace and care for the needs of 
others. In the same way, all the major religions 
view organ donation as an important selfless 
gift for humanity. A powerful representation of 
the common religious theme regarding organ 
donation comes from Pope John Paul II (1991) 
“Love, communion, solidarity and absolute 
respect for the dignity of the human person 
constitute the only legitimate context of organ 
transplantation. It is important not to ignore the 
moral and spiritual values which come into play 
when individuals, while observing the ethical 

norms which guarantee the dignity of the 
human person and bring it to perfection, 

freely and consciously decide to give 
a part of themselves, a part of their 
own body, in order to save the life of 
another human being” (3.) 
In the recent Sydney hostage tragedy, 

the social media revealed an amazing 
outpouring of compassion, tolerance 

and humanity. It flowed from the simple 
gesture of one woman who offered to support 
a fellow passenger, a young Muslim woman 
wearing her religious attire, to travel safely 
by offering to “ride with you”. The thousands 
of social media responses in support of this 
stance demonstrated the remarkable care and 
respect for other views that is shared between 
many Australians, regardless of their religion. 
I suggest that the family decision to agree to 
their loved ones organ donation is seen in a 
similar way within our community. Further, if 
given the opportunity, I believe most people 
would show the same outpouring of care and 
respect to the donors and families of donors 
for their gift of humanity. Christmas, which falls 
around the same time as the Jewish celebration 
of Hanukkah is a wonderful time to reflect that 
we are all ‘in this together’ and despite our 
differences share a common suffering and 
need for compassion, humanity and to ‘ride 
together’.
Holly Northam

Holly’s 
Insight

GROWING HUMANITY
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Peter Chwal is the Chair of Donor Mate in 
Perth and this issue he shares his incredible 
story of being a Donor Recipient.
It’s leading into Christmas and like many 
other people at this time of year, I am flat 
out with events and activities. Many of 
those activities involve my wife and three 
young daughters who, if it weren’t for the 
generosity of my donor and their family, 
would be having Christmas without me 
this year. Reflecting upon 
that possibility serves as 
a stark reminder that my 
family and I are the lucky 
ones. 
There are of course, Donor 
Families out there whose 
Christmas will be difficult 
or feel incomplete due to 
absence of a loved one. 
Perhaps even my own 
Donor’s family. So when 
I was asked by Donor 
Families Australia to write 
an open Christmas Letter 
to all Donor Families, I had no hesitation. Put 
simply, it’s one of the more important things 
I will do this Christmas and whilst I know I’m 
not a literary genius, I really do hope that 
my words bring some level of comfort for all 
donor families that read this.
My journey to transplant began in October 
2011 when an autoimmune condition rapidly 
destroyed the major bile duct of my liver. I 
was urgently listed on the transplant list 
and hospitalised for seven weeks with 
raging temperatures from infections due to 
the stagnating bile in my liver. The doctors 
relieved the fevers by inserting pipes through 
my stomach and into my liver to drain bile 
into bags strapped on my legs. This relieved 
some of the urgency for transplant and I 

spent the next 15 months with those pipes 
keeping me alive. 
This was a tough time. I was admitted to 
hospital another seven times, I was always 
tired and routinely needed IV antibiotics 
and regular dressing changes where the 
pipes exited my body. With my inability to 
help around the house my wife struggled to 
cope with the daily grind, which included 
looking after our three young daughters, the 
youngest of which was born whilst I was sick 

in hospital.
Fifteen months after being 
listed for transplant, I 
received the phone call in 
the middle of the night. I 
could hear my wife crying 
in the bedroom when 
she realized what was 
occurring. I was soon to 
follow with tears of my 
own when I returned to 
our bedroom and saw my 
eldest daughter (five at the 
time) had woken up from 

the noise and moved into our bed. That was 
a moment of realization that I was about to 
be given the opportunity to see her grow up.
It’s hard to describe the emotions that 
receiving that phone call generates. One 
thing is for sure -it’s an overwhelming 
experience for which I will be eternally 
grateful. I’m pretty sure I walked in several 
circles straight after the phone call whilst 
I mentally hunted for my ability to make 
the simplest of decisions. After eventually 
getting a grasp of my cognition, my wife 
and I arranged for someone to look after our 
daughters and we made our way to hospital. 
From the time of the call until I went into 
surgery I experienced a litany of emotions 
– fear, happiness, relief. Never far from my 

A CHRISTMAS LETTER TO DONOR FAMILIES

thoughts were my Donor 
and his or her family. 
My surgery was an excellent 
success. I was out of hospital 
in eight days, back at work 
in three months. I ran Perth’s 
HBF Run for Reason (4 km) in 
three months and competed 
a 40 km mountain bike race 
after six months. I continue 
to be very active and enjoy 
life to its fullest. In short, as 
per the introduction I am flat 
out fitting in family, work, 
fun and my own little part 
to help improve Australia’s 
poor organ donation rate. 
Through numerous 
circumstances my journey 
to transplant pushed me 
toward doing what I could 
to raise awareness for organ 
donation. I did three stories 
for Nine News Perth, an 
interview for an ABC National 
Program called One Plus 
One and numerous print 

and radio stories. Through 
this process I learnt a lot 
including that about 40% 
of families decline organ 
donation and that only 1% of 
the population would pass 
away in a manner suitable 
for organ donation. This 
stunned me and together 
with two good friends I co-
founded Donor Mate.
Donor Mate is out to trail 
blaze a new, upbeat and fun 
way of raising awareness 
for organ donation amongst 
18 to  35  year olds. 
Our approach is about 
celebrating life and being 
a bit edgy in the process 
because, put simply, that’s 
what our target demographic 
of 18 to 35 years olds is 
“into” and will respond to.  
We launched our website 
in February this year with 
support from people 
Rove McManus, Jennifer 

Hawkins, boxer Danny 
Green, pro-surfer Sally 
Fitzgibbons, Fremantle 
Footballer Michael Barlow 
and tennis player Casey 
Dellacqua to name a few. We 
are also the event charity for 
the Western Mudd Rush and 
the Neon Run and we have 
plans for further growth.
Ultimately, all that I now do 
and get to enjoy is as a result 
of the kindness of one organ 
Donor, and of course his 
or her Family for agreeing 
to organ donation. For that 
my wife and I express our 
heartfelt thanks to all Donor 
Families. 
I hope you have a good 
Christmas and that you 
always remember your 
agreement to organ donation 
is a truly amazing gift to 
recipients and their families.

www.donormate.org.au
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Introducing Simone 
McMahon, CEO of Organ 
Donation and Transplant 
Foundation of WA 

I really do feel privileged to 
be part of this Christmas 
edition of DFA and invited to 
share  my journey and how 
I became involved in a very 
special cause to which I have 
dedicated myself, the cause 
of organ and tissue donation.
Born with poor kidney function 
and suffering chronic renal 
failure at age nine, I was on 
dialysis ten hours a day and 
received a kidney transplant 
in 1993 when I was eleven.
Since then, I embarked on 
a mission to promote the 
importance of organ and 
tissue donation and increase 
awareness in the community. 
My aim has always been 
to promote positive 

outcomes of transplantation 
-understanding personally 
what it is like hooked up 
to a machine for survival, 
deprived of a normal life 
and the dramatic difference 
transplantation makes.
However, without donors, there 
can be no transplantation. 
One special person cared 
enough to register as an organ 
donor. This decision saved not 
only my life, but those of many 
others.

“Organ and tissue donors 
are ordinary people, who 
give an extraordinary gift to 
enhance the life, health and 
well-being of others.”
In 2007, after nearly 15 years 
volunteering in various organ 
and tissue donation advocacy 
roles, I was fortunate to 
receive a Winston Churchill 
Fellowship travelling to the 
US, UK and Spain to study 
various models of organ 
and tissue donation and 
support programs available 
for recipients, donor families 
and living donors. This was 
something I had only dreamed 
of doing one day -but never 
thought actually possible.
Churchill Fellowships provide 
everyday Australians with 
the opportunity to live their 
vision, follow their passion, 
pursue their goals and most 
importantly strive to make 
a difference to the world in 
which we live, ultimately laying 
the foundations for a better 
future for Australia.
Upon my return, I shared 
my findings with policy 

makers, health professionals, 
key service providers and 
researchers in the field to 
advocate for improved organ 
and tissue donation practices 
at State and National levels. 
I was also invited to serve 
on the planning committee 
for the Parliamentary Organ 
Donation Summit 2008, where 
I presented my Fellowship 
findings to Politicians and the 
wider WA Organ and Tissue 
donation sector.

“It is from the experiences 
that we learn the most 
valuable of life’s lessons”
Having experienced organ 
donation internationally, I felt 
motivated to take my passion 
to the next level. 
However, my volunteer work 
was reaching in excess of 
20 hours each week after 
the aforementoined time 
on numerous Boards and 
advocacy committees. I was 
often juggling between my full 
time legal career in Workers 
Compensation and volunteer 
work.
Although I’d graduated with 
a Bachelor of Laws degree 
just a few years before, I 
made the difficult decision 
to leave my legal career so 
I could follow my passion. 
At twenty-six I founded the 
Organ Donation & Transplant 
Foundation of WA (ODAT), 
a not-for-profit organisation 
dedicated to enhancing the 
lives of West Australians in 
need of lifesaving organ and 
tissue transplantation and 
recognising the Gift of Life 
provided by organ and tissue 

NOTHING THAT IS LOVED IS EVER LOST donors and their families.
Now as founder and CEO of 
ODAT, I am able to dedicate 
myself completely to a cause 
to which I have always been 
committed to making a 
difference.
Relying heavily on WA 
community’s support, 
ODAT provides community 
education, promotion, support 
and advocacy on all aspects 
of organ and tissue donation 
in WA.
One of the first things ODAT 
set out to achieve just over six 
years ago, was establishing 
a unique event for the West 
Australian community to 
celebrate the gift of organ and 
tissue donation and provide 
acknowledgement to all 
WA organ and tissue Donor 
Families.
In 2009, ODAT gained the 
support of DonateLife and the 
Perth Observatory in launching 
our Evening Under The Stars. 
This event has since grown 
and is now held annually by 
ODAT every November. It 
brings together around 200 

Donor Families for reflection, 
remembering loved ones that 
in death gave others the gift of 
life through organ and tissue 
donation. It is events like this 
which make the work I do with 
ODAT so rewarding.
Winston Churchill aptly said: 
“We make a living by what we 
get... but we make a life by 
what we give.”
Unfortunately in 2009 my 
transplanted kidney of sixteen 
years failed which required me 
to return to dialysis treatment 
three to four times a week until 
a suitable donor kidney can be 
found.
Despite this, I continue to 
serve on numerous executive 
committees at State and 
National levels and feel 
privileged to continue my 
work with ODAT and the very 
special cause of organ and 
tissue donation.
Last year I was truly honoured 
and humbled to receive an 
Order of Australia for long 
term work in Organ and 
Tissue Donation, a cause I feel 
privileged to have been part of 

for 21 years so far -and one 
I hope to continue for many 
years to come.
I would like to conclude 
with a short poem by Ellen 
Brenneman, as a dedication to 
all donors and their families: 

We can’t know why the lily 
has so brief a time to bloom 
in the warmth of sunlight’s 
kiss upon its face before it 
folds into its fragrance and 
bids the world good night to 
rest its beauty in a gentler 
place.
But we can know that nothing 
that is loved is ever lost and 
no one who has touched a 
heart can really pass away 
because some beauty lingers 
on in each memory of which 
they’ve been a part.
Wishing all donor families the 
very best for the Christmas 
season
Simone McMahon AM
Chief Executive Officer
Organ Donation & Transplant Foundation 
of WA
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T H a n k Y O u
The Organ and Tissue Authority and DonateLife Network thank 

Donor Families Australia and all families for their support over 2014. 
We would like to thank you and all families for your generous gift which  

saves and transforms the lives of others through organ and tissue donation.  
We wish you and your families all the best over the holiday season.

Season’s greetings from DonateLife
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As a grieving person you have physical and 
emotional limitations. It is very important to 
do what is most comforting to you and your 
family. You may choose to hold onto tradition 
or simply let it go for awhile.
Ways to include your Loved One’s Life and 
Memories:
• Take time, maybe before dinner, to ask 

everyone to have a moment of silence to 
think about your loved one. They may like 
to share their thoughts.

• Invite everyone to write down a special 
thought about your loved one and place 
it in his/her Christmas stocking to be read 
by anyone at any time.  This could be 
a special gift for you and your family to 
revive those special memories.

• Burn a candle on Christmas Day in their 
memory.

• Buy a gift your loved one would have 
enjoyed and donate it to a charity to 
brighten another persons day, or make a 
donation in their name to his/her favourite 
charity.

• Buy a helium balloon and get the family 
to write messages to tie to it and release 
it together.

Remember to be kind to yourself. Don’t 
pretend you do not hurt.
Experiencing the sadness that comes is 
important and natural. To block out such 
feelings is unhealthy. Keep the positive 
memory of your loved one alive.
Compiled and adapted from Articles from 
The Compassionate Friends

CHRISTMAS IS SO DIFFERENT NOW
This is the time of year that can be very difficult for bereaved people. It is the time of year 
when we see all about us families making their preparations for the festive season. How do 
we celebrate now our loved one is gone?

Share your experience  
with similar people to support those 

making life changing decisions. 
Help us to build a caring community 
and to shape the future of this caring 

national network.

If you would like to  
find out more about  

Donor Families Australia  
and how to become a member  

please visit our website

Individually we do great things and affect those around us.
Collectively we do great things and affect a nation!

www.donorfamiliesaustralia.com

A WARM INVITATION TO JOIN US


